Person-centered and family-centered care represents the pinnacle of health care quality, but delivering it is challenging, as is assessing whether it has occurred. Prior studies portray older adults as passive in health decisions and burdened by care-but emphasize age-based differences or focus on vulnerable subgroups. OBJECTIVES: We aimed to examine domains of person-centered and family-centered care among older adults and whether the social context in which older adults manage their health relates to preferences for participating in health decisions and experiences with care. DESIGN AND PARTICIPANTS: This was an observational study of a nationally representative survey of adults aged 65+ years, conducted in concert with the 2012 National Health and Aging Trends Study (n=2040). MAIN MEASURES: Approach to managing health (selfmanage, co-manage, delegate); preferences for making health care decisions with: (1) doctors, (2) family/close friends; and experiences with care pertaining to treatment burden were measured. KEY RESULTS: Approximately two-thirds of older adults self-manage (69.4 %) and one-third comanage (19.6 %) or delegate (11.0 %) health care activities. The majority prefer an independent or shared role when making health decisions with doctors (84.7 %) and family/close friends (95.9 %). Nearly four in ten older adults (37.9 %) experience treatment burden-that managing health care activities are sometimes or often hard for either them or their family/close friends, that health care activities get delayed or don't get done, or that they are cumulatively too much to do. Relative to older adults who self-manage, those who delegate health care activities are more likely to prefer to share or leave health decisions to doctors (aOR=1.79 (95 % CI, 1.37-2.33) and family/close friends (aOR=3.12 (95 % CI, 2.23-4.36), and are more likely to experience treatment burden (aOR= 2.37 (95 % CI, 1.61-3.47). CONCLUSIONS: Attaining person-centered and familycentered care will require strategies that respect diverse decision-making preferences, minimize treatment burden, and support the broader social context in which older adults manage their health.
P
erson-centered and family-centered care is thought to represent the pinnacle of health care quality. 1 However, delivering it is challenging, as is our ability to assess whether it has occurred. 2 Attaining person-centered and family-centered care is particularly important and challenging in the care of older persons, given vast heterogeneity in health and function, treatment preferences, and individual goals. 3, 4 Because many older adults are heavy users of health services, they are more susceptible to treatment burden as well as harms associated with complicated therapeutic and preventive regimens. [5] [6] [7] Age-related changes in sensory, cognitive, and physical function may prompt some older adults to rely on or choose to involve family members or close friends in managing their health. 8, 9 The existing literature generally indicates that older adults prefer a passive role in health care decision-making [10] [11] [12] and portrays older adults as burdened by care. 13, 14 However, prior studies have typically emphasized age-related differences, 10, 11 or focused on targeted subgroups of older adults with low-literacy, poor health, or specific conditions. [12] [13] [14] [15] [16] Understanding what people view to be important and their experience of care is foundational in the measurement of person-centered and family-centered care. 2 Therefore, we designed a study to understand older adults' preferences for participating in health care decision-making and their experiences with care as measured by aspects of treatment burden associated with managing health. We address existing gaps in the measurement of person-centered and family-centered care by drawing on a nationally representative, population-based data source to examine issues that are meaningful to those receiving care, focusing on the entire care experience as opposed to a single decision or point in time. 2 We sought to understand if older adults' perspectives vary with respect to whether they manage their health independently or with the involvement of family or close friends.
METHODS

Data Sources and Study Sample
This study draws on the 2012 National Health and Aging Trends Study (NHATS), a population-based survey of health and disability trends and trajectories among Medicare beneficiaries aged 65 years and older. NHATS fields annual inperson interviews with study participants or a proxy if the participant is unable to respond. The NHATS study design and procedures have been described previously. 17, 18 The sample for this study includes a random sample of 2040 participants who responded to a supplemental module fielded in 2012 and who were living in the community or a residential care facility. Wave 2 response rates were 84.5 % for community-dwelling and 94.1 % for residential care participants, respectively. 19 Participants living in nursing homes were excluded. With sample weights, participants represent approximately 33.4 million Medicare beneficiaries ages 65 and older. As the data used in this analysis are publicly available with no unique identifiers, our study was exempt from Institutional Review Board review.
Study Outcomes
Study outcomes reflect domains of person-centered and family-centered care that relate to the social context in which health care activities are performed with family/close friends, preferences for participating in health care decisions, and the experience of care (See Box). Because older adults' preferences for health care decision-making and perspectives on managing their health in part reflect how activities are performed, we first examine how older adults manage health care activities using three categories: Bself-manage^, Bco-manageŵ ith family members or close friends, and "delegate" to family members or close friends. To assess preferences for health care decision-making, we devised questions with attention to existing measures and recent conceptual work indicating the importance of doctors, as well as family and close friends, as elements of informed decision-making. 10, 20, 21 We separately examined older adults' preferences for participating in health care decisions with doctors and family and close friends using the following categories: Bmaking decisions independently, with or without advice^, Bshare decisions^and Bleave decisions up to them.^Finally, we developed questions to assess older adults' perspectives on their experiences managing their health, drawing on prior work to articulate disease-specific treatment burden. 6, 7, [22] [23] [24] We constructed a summary measure that identified participants who reported that one or more of four individual experiences relating to treatment burden occur Bsometimes^or Boften.Ĉ ovariates We examine older adults' age, gender, educational attainment, self-rated health, numbers of chronic medical conditions, selfreported hospitalization in the prior year, and sensory impairment. Depressive symptoms were measured using established cut-points of the PHQ-2. 25 Cognitive impairment was examined using a composite measure from self-reported doctor diagnosis of Alzheimer's disease or dementia, the AD8 dementia screening interview that was administered to proxy respondents, 26 and cognitive tests to evaluate participant's memory, orientation, and executive function. 27 
Analytic Approach
We described participants' sociodemographic and health characteristics in relation to how they manage health care activities. We then examined older adults' health care decisionmaking preferences and experience of treatment burden, stratified by how they manage health care activities. Finally, we constructed simple and multivariate logistic regression models • Mostly independently (subsequently referred to as "self-manage"),
• Together with family members or close friends (subsequently referred to as "co-manage"), • Mostly managed by others,* • It varied.* *As these response categories were endorsed by fewer participants with similar sociodemographic and health characteristics, they were combined for reporting purposes. For simplicity we refer to this combined group as "delegate." Preferences for Health Care Decision-Making: Participants were read the statement: "People today are faced with many decisions about their health care-for example whether to start or change a medicine. We want to know how you prefer to have doctors and family or close friends help with decisions." Participants were separately asked about both doctors and family and close Friends as follows: Doctors: "Thinking about your doctors, do you prefer to…" Family and Close Friends: "Thinking about your family and close friends, do you prefer to…" Response categories included:
• Make decisions without much advice,** • Get their advice and then make decisions,** • Make decisions together (subsequently referred to as "share decisions") • Leave decisions up to them. **The first two response categories are combined, which we subse quently refer to as "making decisions independently, with or without advice." Experiences that Pertain to Treatment Burden Participants were asked to reflect on the things they are asked to do to stay healthy or treat health problems as listed above (managing medicines, getting tests and lab work done, watching weight and blood pressure, or having yearly exams). They were then asked the following four questions:
• "How often are these things difficult for you to do?"
• "How often are these things difficult for your family or close friends to handle?" • "How often do these things that you do to stay healthy or treat health problems get delayed or not get done?" • "How often do you feel that doctors or other providers ask you to do too much?" Response categories for questions included: "never", "rarely", "sometimes", and "often." We constructed a summary measure to identify participants who reported that one or more of the four experiences that pertain to treatment burden occur "sometimes" or "often."
to investigate the strength and magnitude of characteristics of older adults in relation to decision-making preferences and treatment burden. Sensitivity analyses were conducted using the subsample of participants who self-reported survey responses (94.1 % of weighted participants; data available on request). Proxy responses were more common among participants who co-managed (7.6 %) or delegated (27.4 %) health care activities than among participants who self-managed (1.1 %). However, as sensitivity analyses yielded comparable estimates and confidence intervals, results for the full sample (including proxy respondents) are reported. All analyses were conducted in SAS 9.3 using survey sampling weights and statements to account for the complex sampling strategy of NHATS.
RESULTS
An estimated 23.2 million (69.4 %) older adults self-manage their health, 6.6 million (19.6 %) co-manage their health, and 3.7 million (11.0 %) delegate health care activities to family or close friends (Table 1) . How older adults manage health care activities varies widely by sociodemographic and health characteristics. With greater age, lower educational attainment, and worse self-rated health, older adults are incrementally less likely to self-manage and more likely to co-manage or delegate health care activities. For example, relative to those who self-manage their health, older adults who co-manage or delegate health care activities are older (73.7, 76.8, and 78.7 years respectively), more likely to rate their health as fair or poor (17.4 %, 29.5 %, and 37.0 %) and to have cognitive impairment (2.4 %, 13.0 %, and 31.7 %). Older adults' decision-making preferences vary widely with respect to how they manage health care activities (Table 2 ). Among older adults who self-manage their health, most prefer to make health care decisions independently with or without their doctor's advice (50.6 %) or share decisions with their doctors (36.5 %), and fewer (12.5 %) prefer to leave decisions up to doctors. In contrast, among older adults who delegate health care activities to family or close friends, decisionmaking preferences with doctors are relatively balanced with respect to making decisions independently with or without their doctor's advice (30.4 %), sharing decisions (37.7 %), or leaving decisions to their doctor (30.3 %) .
Approximately one-third (31.9 %) of older adults prefer to share or leave health care decisions to family members and close friends. Among older adults who self-manage their health, most prefer to make health care decisions independently with or without advice from family and close friends (77.2 %), and fewer prefer to share (21.4 %) or leave decisions to family and close friends (1.3 %). Among older adults who co-manage their health, about half prefer to make decisions independently (47.7 %) or share decisions (49.1 %), few (2.9 %) prefer to leave decisions to family and close friends.
Older adults who delegate management of health care activities express a greater preference for involving family and close friends in health care decisions; less than half prefer to make decisions independently (44.8 %), with the remainder preferring to share (32.6 %) or leave health care decisions to family and close friends (21.7 %).
One-fourth (24.1 %) of older adults report the things they do to stay healthy are Bsometimes or often difficult^for them (bottom panel of Table 2 ). Older adults who co-manage or delegate health care activities to others report that managing their health is sometimes or often hard for family or close friends (20.1 % and 28.0 %, respectively). About one in five older adults report that health care activities sometimes or often get delayed or do not get done (range: 20.1-22.9 %). Fewer older adults report that doctors or other providers asked them to Bdo too much^(range: 12.1 % to 13.1 %). These reports varied little on the basis of how health care activities < 1 % of observations with responses of "don't know", "refused", or "not ascertained"; categorized as less than high school education, "poor" self-rated health, absence of depressive symptoms, and not hospitalized in prior year ‡ Respondent report of being deaf or unable to hear well enough to use the telephone or carry on a conversation in a quiet room with a hearing aid, or being blind or unable to see well enough to read newspaper print with vision aids or glasses. § Chronic medical conditions refer to self-reported physician diagnosis of heart attack, heart disease, high blood pressure, arthritis, osteoporosis, diabetes, lung disease, stroke, cancer, and hip fracture were managed. Nearly four in ten older adults (37.9 %) experience some degree of treatment burden on the basis of reporting one or more of the four experiences sometimes or often. Treatment burden was experienced more often among those who co-manage (41.7 %) or delegate (54.0 %) health care activities than those who self-manage (34.3 %). We constructed simple and multivariate regression models to determine whether older adults' sociodemographic and health characteristics and how they manage their health relates to preferences for participating in health care decisions with doctors (Table 3 ; left panel) and family and close friends (Table 3 ; right panel). Relative to women, men were more likely to prefer to share or leave decisions to doctors (aOR=1.30; 95 % CI: 1.07-1.57), as were older adults with (versus without) cognitive impairment (aOR=1.53; 95 % CI: 1.09-2.14) and two (aOR=1.61; 95 % CI: 1.08, 2.39) or three or more (versus no) chronic medical conditions (aOR=1.47; 95 % CI: 1.04-2.06). In comparison with older adults who self-managed their health, those who delegated health care activities to family members and friends were significantly more likely to prefer to share or leave health care decisions to doctors (aOR=1.79; 95 % CI 1.37-2.33).
Older adults with less than high school education (versus college or more) aOR=1.30; 95 % CI: 1.01-1.67) and cognitive impairment (aOR=1.87; 95 % CI: 1.29-2.72) were significantly more likely to prefer to share or leave health care decisions to family and close friends. In comparison with older adults who self-managed their health, those who co-managed or delegated health care activities to family members and friends were more than three times as likely to prefer to share or leave health care decisions to family or close friends (aOR=3.33; 95 % CI: 2.44-4.55 and aOR 3.12; 95 % CI: 2.23-4.36, respectively).
Markers of poor health and health literacy were strongly associated with the experience of treatment burden (Table 4) . In comparison to older adults who rated their health as excellent or very good, those in fair or poor health were twice as likely (aOR=2.01; 95 % CI: 1.54-2.64) and those in good health were 1.41 times more likely (aOR=1.41; 95 % CI: 1.09-1.82) to experience treatment burden. Individuals with (versus without) depressive symptoms (95 % CI: 1.25-2.32) and less than high school education (versus college or more) (aOR=1.36; 95 % CI: 1.01-1.83) were significantly more likely to report treatment burden. Older adults who delegate health care activities were more than twice as likely to report treatment burden relative to those who self-manage their health (aOR=2.37; 95 % CI: 1.61-3.47).
DISCUSSION
Drawing on newly available data from a nationally representative survey, we find that a majority of older adults self-manage their health (69.4 %) and prefer an independent or shared role when making health care decisions with both doctors (84.7 %) and family/close friends (95.9 %). However, relative to older adults who self-manage their health, those who co-manage or Bold entries are significant to P<0.05 *Adjusted for age, gender, education, self-rated health, depressive symptoms, cognitive impairment, sensory impairment, numbers of chronic medical conditions, hospitalization in prior year, and approach to managing health care activities delegate health care activities desire a less active role in health care decision-making. Among older adults who delegate health care activities to family or close friends, 30.3 % prefer to leave health care decisions to their doctor and 21.7 % prefer to leave health care decisions to family and close friends. Some study findings give reason for pause. We found that nearly four in ten older adults report that managing health care activities is sometimes or often hard for them, sometimes or often hard for their family members, that health care activities get delayed or don't get done, or that these activities are cumulatively too much to do. Thus, findings suggest that the experience of treatment burden imposed by our current health care system is far from rare. Collectively, study findings provide important insight regarding the meaning of person-centered and family-centered care, and raise clinical practice, quality measurement, and policy implications.
Our finding that the overwhelming majority of older adults prefer to participate actively in health care decisions is notable and diverges from a literature that has generally portrayed older adults as passive and disengaged in health care decision-making. Prior studies have emphasized age-based differences in decision-making preferences by comparing older adults with working-age adults, 10, 11 or by focusing on targeted subgroups of older adults with low-literacy or poor health. 12, 15 Our results corroborate findings from a recent systematic review indicating a trend toward greater patient preferences for active participation in health care decision-making, 28 and qualitative studies reporting substantial diversity in older adults' decisionmaking preferences. 15, 29, 30 This study provides new insight regarding the context in which many older adults manage their health, engage in health care decision-making, and experience health care demands. Emerging evidence that patients commonly elect to involve family or close friends in routine or difficult treatment decisions 20, [31] [32] [33] has prompted elaborations of shared decision-making models that explicitly include family. 20, 21 These are the first national data to specifically elicit decision-making preferences of older adults that extend beyond their doctor, and we find that a substantial one-third of older adults prefer to share or leave health care decisions to family members and close friends. Equally important, however, is that nearly half of older adults who co-manage or delegate management of health activities prefer to make health care decisions independently. The heterogeneity of older adults' decision-making preferences suggests that attaining person-centered and family-centered care will require a greater appreciation of the diversity of individual preferences for active engagement in care. Findings support recommendations for proactive and systematic elicitation of individuals' wishes regarding the inclusion of family and close friends who may be present during a visit or at the bedside, in medical decision-making. 34, 35 Poor health and delegation of health care activities to others were most strongly associated with aspects of treatment burden related to managing health activities. The clinical relevance of treatment burden has been established for consequential outcomes such as adherence to prescribed treatments, quality of life, and health services utilization. 13, 22, [36] [37] [38] That aspects of burden associated with managing health was more commonly experienced by persons in worse health underscores the practical importance of incorporating individual perspectives and preferences in prioritization of possible treatment and preventive regimens by balancing evidence of clinical benefit with minimizing burdens. [39] [40] [41] Current delivery and reimbursement structures fail to support providers' ability to comprehensively deliberate with patients about the risks and benefits of alternative treatment options and preventive strategies. 42, 43 Engaging in shared decision-making to prioritize treatments for a given person is likely to take more time-not less-and is less amenable to standard protocol. 4, 5, 41 Findings from this study and others 6, 44 suggest a role for family perspectives in the measurement of treatment burden and in discussions about prioritization of care. BBurden^as-sociated with undertaking health care management activities has been defined as a meaningful concept to both patients 7, 14, 16, 44 and family caregivers. 6, 45 At times, there may be a tradeoff between these perspectives. Although health care professionals have a clear responsibility to maximize benefits and minimize harms and burden to patients who are under their care, their responsibility to involved family and close friends of patients in their care is less obvious-and in fact has been a point of longstanding debate. 45, 46 Some patients state a fear of being or becoming burdensome to their families as a worry that may factor in decisions. 47 How to optimally balance patient and family perspectives in the measurement of constructs such as patient and family engagement, shared decision-making, or treatment burden has yet to be defined; this study highlights the importance of such work, as well as the need for evidencebased strategies that better support individuals with complex health needs as well as their family and close friends. 4, 48 As in any survey, results are subject to constraints of the questions that were asked, and the interpretation and validity of participant responses. Questions to assess health care decision-making preferences and treatment burden were developed based on existing literature, and were devised for broad population relevance and feasible administration within a national survey. This emphasis varies from the prevailing evidence base that has focused on decision-making preferences and experiences of care with a specific health condition, 13, 22, 38 clinical situation, 36, 37 or medical encounter, 14, 28 although measures to ascertain these constructs are evolving. 2, 49, 50 Study findings are limited to older adults' perspectives, and do not encompass perspectives of family members and close friends who may share or assume responsibility for management of health care activities. Systematic elicitation of perspectives of involved family and close friends to complement the perspectives of patients has been raised as a consideration in patient-reported outcomes and performance measurement. [51] [52] [53] As individuals without the capacity to self-report their preferences and experiences with care are particularly vulnerable and susceptible to receiving contradictory, fragmented, and burdensome care, 34, 54 devising methods that incorporate perspectives of knowledgeable informants is necessary to a credible population-based quality measurement enterprise. More broadly, eliciting perspectives of family or close friends involved in managing health care activities 6, 9 and health care decision-making 8, 20, 34 merits consideration, given they may also experience burdens associated with care. 6, 45 In its vision of a high performing, high value health care system, the National Quality Strategy has articulated priorities of making care safer by reducing harm, ensuring that each person and family are engaged as partners in care, and promoting effective communication and coordination of care. 55 Findings from this study confirm that person-centered and family centered care is not an abstract concept, but is rather the actual context in which health care activities are managed, decisions made, and care experienced for many older adults, particularly those with more complex health needs. Our results indicate that for some, person-centered and family-centered care encompasses the active involvement of family and close friends. For others, person-centered and family-centered care may imply efforts to minimize treatment burden. Collectively, results indicate that strategies to deliver and measure person-centered and family-centered care must be flexible to respect diverse decision-making preferences, minimization of treatment burden, and support of the broader social context with which many older adults undertake health care activities.
